Background: Family caregivers of seniors and disabled adults frequently bear the responsibility of aiding in instrumental activities of daily living and locating resources, often while raising their own families. As the demand for care rises, caregivers may experience declining physical health and increased social and emotional stress compared to their noncaregiving counterparts. This study aims to better understand the journey of unpaid family caregivers and identify opportunities for improvement across organizations, policies, systems, and teams. Research design and methods: A purposive sample of 28 current and former unpaid caregivers of seniors or people with disabilities (26 females and 2 males) participated in four separate focus groups. Recordings were transcribed verbatim and analyzed using open coding. Results: Six major themes surrounding the experience of caregiving emerged from the coding process: Ambivalence, "Boiling Point," Coping, Acknowledgment and Acceptance, Family Dynamics, and Interaction with the System. Focus groups indicated an urgent need to identify and support unpaid caregivers earlier in their trajectory of caring for a senior and to provide consistent, right-time resources over the trajectory of the senior's lifespan. 
Introduction
Family caregivers are spouses, adult children, or other informal supports for seniors and disabled adults (care receivers). In 2015, there were 65.7 million unpaid family caregivers in the United States. 1 Over 90% of individuals over the age of 65 prefer to age at home yet almost half need support with daily activities. 2, 3 Primary responsibilities of elder care are placed on families, with institutional solutions implemented when family-based systems fail. 4 As the senior population increases and lives longer, a corresponding number of caregivers will be needed to provide support for longer time periods.
Family caregivers experience decreased physical and mental health outcomes. 5 Schulz and Sherwood describe caregiving as having all the features of chronic stress, as it includes both physical and psychological strain over an extended period within multiple life domains. 6 As with any chronic stressor, this may result in serious effects on caregivers' physical, mental, and emotional health. Caregivers report higher levels of depression, with symptoms persisting even after placement of a loved one in a nursing home or assisted living facility. 7 More research is needed to understand the impact of caregiving on caregivers.
The study aim is twofold: (1) describe the journey of unpaid family caregivers in a midwestern city and (2) identify and define opportunities to involve and guide system actors such as hospital systems, government agencies, and nonprofit/for-profit service providers.
Setting
Southeast Wisconsin is home to 24.7% of the state's seniors. In addition, 12.7% of Wisconsin seniors report difficulty in living independently, while 19.4% report difficulty in ambulating 8 ; 28.9% of Wisconsin seniors live alone. 9 
Research design and methods
In 2016, academic partners from a private medical school and community partners from a nonprofit senior advocacy organization established a communityacademic research partnership to identify strategies to better support caregivers. All partners collaborated actively on all phases of the project.
A convenience sample was recruited via mailed letters, e-mail, telephone, fliers, and word-of-mouth. Inclusion criteria included anyone 18 years or older currently providing, or having formerly provided, unpaid care to a family member or friend. Four focus groups (n ¼ 28) were held in evenings to maximize participation for individuals who work. Participants received gift card incentives.
Focus groups were audio recorded, transcribed, and coded. Each group consisted of a facilitator and scribe and lasted approximately 60 min. Before beginning, the facilitator distributed information regarding the research process. A demographic survey was administered at the end (see Table 1 ). Study oversight was provided by the Medical College of Wisconsin Institutional Review Board.
Prior to focus groups, the research team developed three open-ended prompts: (1) describe the experience of giving care; (2) what would you like to see happen in the area of caregiving?; and (3) how has being a caregiver impacted your life? Clarifying questions and transitions were used during the sessions. Interviews were anonymized during transcription. Audio was transcribed verbatim and transcriptions were stored on a shared drive for access by team members. Data were managed in NVivo 12, a qualitative data analysis software. 10 Transcriptions were analyzed using open coding grounded theory. Grounded theory provides a set of flexible analytic guidelines to focus data collection and develop theories in an inductive manner.
11 Data collection and analysis were conducted concurrently, facilitating the discovery process by allowing codes and themes to evolve during the process.
Results
Participants were predominantly White females aged 55-64 years, with 12þ years of education. Most participants provided care locally to three or more individuals in their lifetime with the help of three or more secondary caregivers (family members, formal caregivers, etc.). Caregiver demographics are presented in Table 1 .
Themes
Rational. The rational component of caregiving encompasses hands-on aspects commonly recognized as traditional caregiving or "instrumental" caregiving. and medications as well as helping care recipients establish power of attorney and develop a living will.
Emotional. The emotional component is comprised of four categories including Ambivalence, "Boiling Point," Coping, and Acknowledgement and Acceptance. 
Ambivalence
Defined as a spectrum of states (physical, emotional, mental) occurring simultaneously within an experience or toward a person, ambivalence within the experience of caregiving demonstrates the complex, often unexpected nature of caregiving. Participants did not experience caregiving as all good or all bad; rather they exhibited nuanced emotions and attitudes in response to different experiences. These emotions and attitudes were not distinctly felt but instead expressed simultaneously. One woman discussed the passing of her mother whom she cared for:
It's like (sigh), relief this is over but then you feel guilty . . . healthy people don't understand that this is a normal reaction when you've been so busy, so involved and you've been torn in so many directions dealing with saying goodbye, settling things that have to be settled, making decisions you don't want to make.
Boiling point
"Boiling point" can be described as one's limit in patience or equanimity, after which one loses control of emotional reactions and coping mechanisms. Much like the gradual heating of water to a boil, participants noted continuously and occasionally irreversible rising tension until benign incidents would set them off:
Where I battle in my mind is, well I've got all these skills, I could figure this out . . . I will organize my way through this. And that's when I get that call at 8:30 at night and go "no that is not part of the plan, I am home now this is not what I want"-all the skills that I can use in my professional life do not apply here.
Coping
Many described coping as part of daily experience, including humor, talking with friends, and reframing their experience. A woman caring for her husband with Alzheimer's states, I have to shave my husband now and I have to bathe him of course. And so one day I shaved him and I got a little nick and I cut him and we sat down and I said, "hon, you cut yourself shaving." Humor is necessary.
This category is a spectrum, from total to none. While there are many aspects of acceptance in caregiving, this category focuses on the caregiver's acceptance of the situation.
You have to recognize it. You have to admit that what's going on is going on and then be willing to call yourself a caregiver and ask for help and that's been such a challenge for us with my father. This is not a caregiver. This is my job.
Relational. The relational aspect of caregiving includes both family relationships and relationships with the system surrounding caregivers.
Family dynamics
Defined as patterns of relation or interactions between family members, these interactions can occur between parents and children, siblings, spouses, or a combination thereof. Within families, participants typically identified a primary caregiver, secondary caregiver, or disengaged family members. The primary caregiver was identified as having the most responsibility, secondary often lived remote, and disengaged did not participate regularly. Family dynamics played prominently in the caregiving experience:
The challenging part is just the dynamic of the relationship and how it changes . . . That's really hard to keep that husband, wife, son, mother, daughter kinda thing in check when you have to be the bather and the housekeeper and all the other pieces too.
Interaction with the system
Respondents' relationships with various organizations (e.g., health care, employers, community organizations)-specifically their interactions and emotional reactions-largely impacted their experience. Many expressed difficulty navigating multiple systems. One participant illustrated what an ideal world would look like:
After the doctor walks out, somebody else comes in, maybe a social worker, somebody comes in to talk to the patient and the caregiver who is sitting there, "here's what this means, here's how this affects you, here's how this affects you, the caregiver, too."
Discussion and implications
This study demonstrates the importance of grounding research in the experiential world of those most impacted by a phenomenon. The three themes that emerged, though conceptually distinct, were not experienced in isolation. The rational, emotional, and relational components of caregiving move in and out of the foreground depending on the situation, ultimately changing how each is experienced ( Figure 1 ). The rational aspects of caregiving on their own were less important to participants than the emotional or relational aspects, yet suddenly, everyday actions and transactions become challenging. Each component of caregiving affects another. Caregivers' needs change based on complex interacting factors. The connectedness-rather than the components themselvesexemplifies the complexity of caregiving.
In their research surrounding family caregivers managing parental mental illness, Sherman and Hooker emphasize the role of family physicians in identifying family caregivers and facilitating coordination with behaviorists, care coordinators, and advocates. 13 Caregivers of chronically ill seniors require a multidisciplinary system to provide appropriate support. There must be an intentional intersection of multidisciplinary teams wherein each team member is aware of the role, skills, and knowledge of the other members of the team.
Ideally, the attitudes, beliefs, and behaviors of professionals in the clinical setting would consistently consider the social determinants of health of their patients. In addition, clinical staff would involve patients' nonclinical team members in explanations and decisions, with adequate time to ensure that multidisciplinary team members understand all the information that was presented. Caregivers are equal members of the care team, able to communicate with clinical personnel. This structure would allow caregivers to clarify instructions and ask questions. One focus group participant pointed out, "sometimes those questions you want to ask, you're not so sure you want to ask in front of the person you're caring for." Ideally, patients and caregivers would feel supported by a team designed to help them manage progressively more complicated scenarios involving medication, housing, finances, safety, nutrition, and so on. To advance this vision, providers must educate themselves about the potential of other clinicians in identifying a caregiver and making referrals. More broadly, the caregiver experience needs to be considered when designing systems not only for caregivers but also for hospital systems, providers of medical and psychosocial support, and community-based organizations. Caregiver and care recipient input is essential.
14 Too often, silos are created instead of systems. Finally, medical schools, residency programs, and behavioral health training programs must consider needs of patients and caregivers to optimize the health and care of both. It is important for trainees to be intentional about bringing these issues forward; is the caregiver identified or recognized in the electronic health record? What do we know about their situation and capabilities? As the population ages, these challenges will only be magnified if more is not done to address caregivers and those that they support.
This study has several limitations. First, the use of a convenience sample limited diversity within the sample size. Thus, our findings are based predominantly on experiences of White women. Second, given the qualitative nature of this study, our findings are not generalizable to the larger population. While our team recognizes the limitations of qualitative research, we believe that our methodology allowed for deep exploration of the caregiver experience. Finally, a larger sample size would ensure thematic saturation. Future studies should focus on acquiring greater diversity among participants, particularly regarding race and socioeconomic status, the latter of which we did not collect information on. Follow-up is needed to assess if the proposed model holds true for participants of various ethnic, racial, and cultural backgrounds.
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